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1  | BACKGROUND




intention	 is	 the	 same,	namely	 to	do	 research	 “with”	people	 rather	
than	“to”	or	“for”	them.
The	 UK's	 Chief	 Medical	 Officer	 has	 asserted	 that	 PPI	 can	
make	 “research	 more	 effective,	 more	 credible	 and	 often	 more	
cost	 efficient.”1	 One	 systematic	 review2	 found	 evidence	 of	 in‐
creased	 recruitment	 and	 retention,	 as	 well	 as	 some	 evidence	
that	patient	involvement	helped	in	securing	funding,	in	designing	
study	 protocols	 and	 in	 selecting	 relevant	 outcomes.	 A	 system‐
atic	 review	specifically	on	recruitment	and	retention	found	that	
PPI	interventions	had	a	modest	but	significant	effect.3	In	primary	
care,	 Blackburn	 et	 al4	 found	most	 reported	 impact	 was	 on	 the	
design	 of	 studies	 and	writing	 participant	 information,	 with	 few	
reported	impacts	on	gaining	funding	or	on	the	management	and	
conduct	of	research.
However,	 the	 practice	 of	 PPI	 and	 the	 evidence	 base	 is	 still	
emergent,	 and	 the	 quality	 of	 impact	 reporting	 is	 inconsistent.5 
Considerable	 debate	 remains	 as	 to	what	 can	 and	 should	 be	mea‐
sured,	and	how	we	define	PPI	as	an	“intervention.”6,7	Fundamental	
differences	in	understanding	of	the	goals	and	value	of	PPI	result	in	











effectiveness	of	 their	work,	based	on	a,	 as	yet,	 somewhat	 limited	
evidence	base.	This	may	be	felt	to	be	in	tension	with	a	predominant	
emphasis	 on	 evidence‐based	 medicine,	 and	 the	 expectation	 that	
interventions	 should	 be	 rigorously	 evaluated	 before	 widespread	
implementation.	Researchers’	beliefs	and	behaviours	are	of	course	
also	 fundamental	 to	whether,	 how	 and	 at	 what	 stages	 of	 the	 re‐
search	cycle	PPI	takes	place.	The	cycle	of	tokenism	presents	a	risk:	
researchers	who	are	unconvinced	about	the	benefits	involve	people	
in	 a	half‐hearted	or	 superficial	way,	 reinforcing	 their	belief	 that	 it	
makes	little	difference.14
There	 have	 been	 few	 studies	 of	 how	 researchers	 have	 re‐
sponded	 to	 the	 pressure	 to	move	 towards	 a	more	 participatory	
model	 of	 knowledge	 production.15	 The	 privileging	 of	 scientific	
expertise	over	 lay	experience	has	been	remarkably	 resilient,	and	
it	has	been	noted	 that	 researchers	are	 reluctant	 to	 cede	control	
over	research.16,17	Despite	some	interest	 in,	and	support	for,	PPI	
in	 theory,	 researchers	 may	 feel	 apprehensive	 and	 reluctant	 to	
change	 their	 practice,	 given	 other	 professional	 and	 institutional	
priorities.	 18	 Boaz	 et	 al's15	 interview	 study	 with	 19	 biomedical	










fear	 of	 antagonistic	 or	 “difficult”	 patients;	 and	 power	 hierarchies	
both	within	academia,	and	between	academics	and	patients.
Some	of	 these	 factors	have	been	previously	 reported	 in	other	
studies	of	the	process	and	impact	of	PPI,	several	of	which	have	in‐
cluded	interviews	or	surveys	with	researchers.	Wilson	et	al's20 real‐
ist	evaluation	across	22	nationally	 funded	research	projects	 in	 the	
UK,	 for	 example,	 finds	 that	 there	 are	 continuing	 uncertainties	 for	
researchers	 in	 terms	of	 the	purpose	and	value	of	PPI,	how	and	at	
what	stages	to	involve	people,	and	whether/how	to	assess	impact.	
Further	contested	areas	include	whether	people	can	have	a	place	in	






plementation	of,	 and	barriers	 to,	PPI	 rather	 than	explicitly	 investi‐
gating	how	health	researchers	feel	about	this	expectation	to	involve	
people;	how	they	go	about	it;	their	emotions,	fears	and	hopes;	and	
their	 personal	 perspectives	 on	managing	 potential	 dissonance	 be‐




Research	 Ethics	 Committee	 [Ref	 12/SC/0495].	 The	 study	 was	
guided	by	an	expert	advisory	panel	which	 included	patients	and	
family	 carers	with	 experience	 of	 PPI,	 PPI	 coordinators	 and	 rep‐
resentatives	 from	 the	 National	 Institute	 for	 Health	 Research's	
(NIHR)	 advisory	 group	on	PPI,	 INVOLVE.	 The	 study	was	 funded	
by	the	Oxford	NIHR	Biomedical	Research	Centre	through	its	PPI	
cross‐cutting	theme.
Thirty‐six	participants	were	 recruited	 through	a	wide	 range	of	
avenues	from	across	England,	Scotland	and	Wales.	We	aimed	for	a	











3  | THEORETIC AL LENS
The	 implementation	 of	 PPI	 requires	 researchers	 to	 change	 their	
existing	behaviours	and	practices	and,	in	the	case	of	new	research‐
ers,	 adapt	 to	 this	 relatively	new	practice	 in	 a	 culture	 that	 is	 also	
adapting.	There	 are	numerous	 frameworks	 for	 seeking	 to	under‐

















supported	 by	 data	 management	 software	 (NVivo).	 Data	 were	
coded	and	categorized	using	a	framework	that	was	developed	de‐
ductively	based	on	the	TDF,	but	we	also	included	inductive	codes	









4.1 | Practical and social support







no	 additional	 researcher	 time	 was	 allocated	 for	 the	 work	 associ‐
ated	 with	 involvement.	 This	 raised	 questions	 about	 its	 value	 and	
importance.






streamlined…	not	me	searching	around	 for	 the	 right	
















































































TA B L E  2  TDF	to	theme	development
BOX 1 Using the TDF as a basis for an interview guide
Each of the domains as originally published was accompanied by a set of detailed underlying constructs, and suggested interview questions, 
which we developed into an interview guide. We revised this after early interviews revealed it was difficult to ask the questions in this way. 























also	 social	 support	 from	 colleagues	 and	 opportunities	 to	 learn	
from	each	other,	as	this	new	and	largely	unfamiliar	way	of	working	
emerged.	 Senior	 “buy‐in”	was	 also	 seen	 as	 important	 as	 a	means	
to	 legitimize	 the	practice	of	PPI;	when	 senior	 staff	held	negative	
views	 about	 the	 importance	 of	 PPI,	 it	 complicated	 successful	
involvement.









4.2 | Rewards and burdens of emotional labour







Participants	 often	 talked	with	 enthusiasm	 about	 the	 rewards	
of	PPI.	Jennifer	said	“...It	raises	my	enthusiasm	to	battle	the	chal‐















ularly	 true	 for	qualitative	 researchers,	who	 felt	 there	was	a	percep‐


























Abi	 (50,	Research	Fellow	 in	PPI,	 SS/HSR)	 described	 the	 impact	 of	
this:
…It	ceases	to	be	an	academic	exercise,	you’re	work‐
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the	process,	and	dealing	with	things	when	things	go	wrong.	Dealing	
with	 things	 when	 they	 go	 right…ultimately	 you	 are	 going	 to	 elicit	
strong	 emotions	 in	 people.”	 She	went	 on	 to	 describe	 PPI	 as	 “a	 real	
rollercoaster.”
4.3 | Ambivalence, cynicism and enthusiasm
Participants	identified	a	wide	range	of	skills	necessary	for	involve‐
ment,	 including	 relational	 skills,	 communication	 skills	 (accessible	




ships;	 you	need	an	enormous	amount	of	enthusiasm	 for	 it.”	Social	
and	interpersonal	skills	were	seen	as	necessary	for	involvement,	but	
















capable	 people,	 but	 they’ve	 not	 had	 the	 training,	
they’ve	not	worked	as	a	researcher.
Colleagues’	views,	and	general	organizational	 culture,	were	seen	
to	be	significant	 in	determining	both	 the	practice	and	 the	 impact	of	
















…Coming	 in	 from	 an	 academic	 starting	 point	where	
you’re	…	not	necessarily	used	to	writing	for	a	lay	audi‐
ence,	you	tend	to	err	on	the	side	of	complexity	rather	
than	 keeping	 things	 simple	 and	 to	 the	 point.	 And	 I	











Despite	 the	 labour	 associated	with	 undertaking	PPI,	 the	 partici‐
pants	also	discussed	the	rewards	it	brought.	For	those	who	discussed	
this,	it	was	often	described	as	a	positive	part	of	their	work,	something	









groups	 throughout	 the	 course,	 we	 get	 a	 bit	 of	 that	
positive	feedback	as	to	what	the	benefit	might	be	and	
for	me	 that’s	very,	 it	 raises	my	enthusiasm	to	battle	
the	challenges	of	getting	research	funding.		 Jennifer,	
46,	Research	Professor,	CMSR
4.4 | Academia, power and incentives
The	 “publish	 or	 perish”	 culture	 of	 academia	 was	 highlighted	 fre‐
quently	 in	 researchers’	 narratives,	 particularly	 in	 establishing	 the	
importance	 of	 PPI.	 Some	questioned	where	PPI	 sits	 in	 relation	 to	
core	measures	of	academic	success,	including	publishing,	obtaining	
funding	 and	 the	 Research	 Excellence	 Framework,	 which	 assesses	
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Academics	 face	multiple	 competing	 priorities,	 and	 these	were	
seen	 to	 be	 differently	 experienced	 according	 to	 career	 stage.	 In	
particular,	early	career	researchers	were	seen	as	having	to	engage	




…All	 academia	 is	 interested	 in	 is	 the	 Research	
Excellence	Framework	and	the	publication	you	get	at	
the	end	of	 it.	So	the	whole	PPI	and	the	added	value	
and	 the	 changes	 that	 introduces,	 and	 the	 resources	
…you	have	 to	put	 into	 that,	 I'm	not	sure	 that	 that	 is	
at	all	valued	in	the	current	sort	of	academic	tick‐box‐

















SS/HSR)	explained,	 “…if	you're	on	a	 fixed‐term	contract	of	 twelve	






a	 project	who	 can	do	 that	 for	 you,	 that’s	 great,	 but	
the	project	ends	…So	then	you're	left	doing	it	yourself	














I	 find	 it	 interesting	 that	 so	much	of	 the	 researchers	
who	 are	 involved	 are	 female.	 You	 go	 to	 [academic]	
meetings	about	public	 involvement	and	you	get	one	
man	 and	 20	 women	 and	 is	 that	 because….	 they’re	












































These	 findings	 are	 particularly	 relevant	 in	 light	 of	 Staley's13 
call	for	research	on	the	impact	of	PPI	to	focus	on	the	impacts	on	
researchers.	 In	 contrast	 to	previous	 research,15,18	we	 found	 that	
researchers	 were	 willing	 to	 change	 their	 practice,	 but	 that	 this	
was	complicated	by	the	culture	in	which	they	operate	and	a	myr‐
iad	 of	 associated	 factors,	 including	 notions	 of	 power,	 academic	







looks	 how	hierarchical	 academic	 life	 can	 be,	 and	 how	power	may	
















men	may	 be	 unsurprising.	 In	 1983,	 Arlie	 Hochschild25	 coined	 the	
term	to	describe	the	work	of	managing	emotions	that	was	required	
by	some	professions,	predominantly	undertaken	by	women.	 It	has	
previously	 been	 considered	 in	 higher	 education	 in	 the	 USA,26,27 
but	not	with	 regard	 to	PPI,	which	arguably	extends	 the	emotional	
reach	of	academia.	As	our	 findings	 indicate,	PPI	 involves	a	 signifi‐
cant	amount	of	emotional	 labour	from	taking	care	of	contributors,	
to	suppressing	emotions,	to	operating	in	a	context	that	deprioritizes	


























as	 a	 requirement	 rather	 than	 an	 option.	 However,	 it	 is	 question‐




efforts	 to	do	more	and	better	PPI,	but	at	 the	same	time	finding	 it	
irksome	and	not	always	expecting	to	live	up	to	the	promises	made	in	
grant	application	forms	in	order	to	get	the	funding.








This	 is	one	of	 the	first	papers	 to	draw	on	the	TDF	and	 implemen‐
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practical	 support,	 including	 funding	 for	 PPI	 input	 to	 develop	 bids	
(which	 is	 not	 always	 currently	 available);	 time,	 including	 longer	











in	 clinical	 trials28	 and	 qualitative	 research,29	 and	 in	 co‐producing	
their	involvement.30	However,	what	is	needed	is	a	dedicated	initia‐
tive	 aimed	 at	 solidifying	 involvement	 as	 part	 of	 research	 culture.	
Such	an	initiative	could	draw	on	existing	training	and	should	include	
shared	learning	offered	by	academics	and	PPI	contributors;	sharing	






prising	 patients,	 members	 of	 the	 public,	 AND	 health,	 clinical	 and	
medical	researchers.	We	are	grateful	for	their	support.
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